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Counselling women with congenital cardiac disease
They should be empowered to make informed choices
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Preconception counselling is particularly important for women
with congenital heart disease because these conditions are the
leading direct cause of maternal death in many developed
countries, including the United Kingdom.1Recent developments
in medicine and the law require us to re-evaluate how
preconception counselling is delivered.
The principle of patient autonomy has superseded the traditional
paternalistic model of healthcare, with shared decision making
the new standard. This involves agreeing the evidence base
during the clinical consultation (placing an imperative on the
doctor to get the facts right) and joint decision making, taking
account of the patient’s preferences and values. Decision support
tools facilitate sharing of complex information in some
disciplines; however, no such tools exist for heart disease and
pregnancy, so clinicians have to rely on their personal
knowledge and counselling skills.
Communicating risk is a challenge in preconception counselling
in congenital heart disease. Pregnancy increases the risk of
mortality and morbidity in women,2 but the data on the extent
of these risks are flawed. Studies are generally observational,
retrospective, and small. For example, patients with Marfan
syndrome with an aortic root of <40 mm are often quoted a risk
of dissection in pregnancy of about 1%; but all relevant studies
include fewer than 100 patients, managed with various treatment
regimens.3 Larger, better designed, and ideally prospective
studies are needed. Another challenge is that understanding of
risk is subjective and interpretation varies among individuals.4
The UK Supreme Court Montgomery ruling states the “onus
should not be upon the patient, who may not know that there is
anything to ask about.” 5 Clinicians must discuss risks fully in
a sensitive manner, aiming to inform but not frighten
unnecessarily, and state that there is always some uncertainty
with regard to risk.
Is preconception counselling effective?
Preconception counselling is criticised because there is a
shortage of evidence showing that it improves patient outcomes.6
Furthermore, we do not routinely check whether women feel
empowered by counselling. Making value judgments about its
success is difficult. From the outset clinicians must not only try
to put themselves in the patient’s shoes and ask themselves what
they think the patient ought to know but also establish the
patient’s priorities and what she wishes to know. We need to
find out whether what we tell women helps them to come to
decisions that are right for them. Effectiveness cannot be
measured by simply trying to eliminate poor pregnancy
outcomes associated with congenital heart disease. Prescribing
pregnancy aversion therapy would reduce such outcomes but
is not practical or ethical.
For women with more complex conditions such as a Fontan
circulation preconception counselling has an additional
dimension. Their clinical condition will inevitably deteriorate
over time,7 and women need to know that the risks of pregnancy
will be lower at a younger age, when they are still relatively
free from the adverse effects of their condition, than when they
are older. Only they can decide how to respond to these risks.
Our data show the average age at pregnancy in women with
cardiac disease is similar to that in the general population,
suggesting social factors may be more important than medical
concerns in timing of pregnancy (unpublished data).
Preconception counselling should not be aimed at discouraging
women from becoming pregnant; rather it should empower them
to make informed choices. We need to understand better the
effects of heart disease on pregnancy and so be able to provide
more accurate information on the long term effects of pregnancy
on heart disease. Although current evidence suggests that
pregnancy does not impair cardiovascular prospects for the
medium to long term in many cardiac conditions,8 adverse
cardiovascular remodelling may occur.9 Above all, we need to
ensure timely access to counselling and involve patients in
designing a process that best meets their needs.
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